Objective. To describe the experiences of people required to wait for admission to a New Zealand regional hospital to receive elective surgery.
Results. The majority of participants reported severe symptoms and significantly poorer health-related quality of life on most dimensions than a general sample of the New Zealand population. Neither general quality of life nor condition-specific health appeared to worsen with the duration of wait, but this may have been an effect of the study design. People with more severe symptoms desire surgery more quickly than people with less severe symptoms. The lengthy wait for surgery experienced by many participants represents a burden in terms of living with the unrelieved severe symptoms and poor health-related quality of life.
Waiting lists are used as a way of rationing access to health the quality of life consequences to the patients of waiting for long periods of time [3] [4] [5] [6] [7] [8] . One possible consequence of services in conditions of shortage. In New Zealand nonurgent surgical waiting lists are generally comprised of patients lengthy waiting is a worsening of people's symptoms and quality of life, or indeed death, while waiting. People may who have chronic conditions or disabilities rather than acute or immediately life-threatening conditions, and who have also suffer while waiting a long time for treatment in terms of the unrelieved symptoms and poor quality of life, even if been assessed by a specialist as requiring treatment [1] . In 1995 there were 85 574 people (24 per 1000 total population) symptoms do not worsen, whereas still others may improve and not require surgery. on public hospital surgical waiting lists in New Zealand [2] .
The decision to place someone on a waiting list in New The primary aim of this study was to describe the impact on the lives of patients who are required to wait for hospital Zealand, up to 1995/6, had been determined by individual clinicians, using no common criteria. In some departments admission for prostatectomy, hip joint replacement or knee joint replacement. This was regarded as being of particular surgeons held their own lists and in others there was a pooled list. Many surgeons operate in both the private and the public importance by the hospital management because new purchasing arrangements (and clinician shortages) had led to sector, although there is no published information in New Zealand about the effect of this on waiting list practices.
longer waiting times for people requiring surgery, particularly for those requiring prostatectomy. The main hypothesis was Despite political, professional and public concern about surgical waiting lists, there have been few studies reporting that people waiting for longer periods of time have more severe symptoms and poorer health-related quality of life limitations due to emotional problems, mental health, energy than people waiting for shorter periods of time. In addition, and vitality, pain, and general perception of health [12] . The we wished to find out more about people's perceptions of SF-36 measures both positive and negative health states, and appropriate waiting times.
has been validated for use on general populations [13] and Measurement of the impact of chronic illness and disability on groups of people with different diseases or health problems on people's lives is a contested area. This is partly because of [14] . The SF-36 has been found to discriminate between the different motivations of researchers. In medical sociology people with chronic disease and the general population [14] , there has been an attempt to understand patients' experiences and psychometrically, it compares favourably with alternative of chronic illness and to develop theory about the salience health-related quality of life instruments [15] . of these experiences [9] . On the other hand, health science Men waiting for prostatectomy completed the American researchers have recognized from this work the importance Urological Association Urinary Symptom Index (AUA-7) of including measures of health-related quality of life in [16] , and an index measuring the degree of bother men evaluating outcomes of health care. Nevertheless, their re-reported as a consequence of these urinary symptoms [17] , and quirement to have a measure of illness which is applicable an index evaluating the reported interference with activities to both sexes, different age groups, different ethnic groups caused by urinary symptoms [17] . Condition-specific sympand both sick and general populations [10] , has led to the toms of people waiting for hip or knee joint replacement development of instruments which have other limitations. were evaluated using the Lequesne Index of Severity for Hip For instance such instruments fail to capture all of the and Knee Disease, which measures stiffness, functional ability dimensions of quality of life perceived to be important and the occurrence of pain [18] . The degree of pain exby population groups, such as standard of living, sexual perienced by participants waiting for a hip or knee joint functioning, education or religion [11] . While recognizing replacement was also evaluated, using a scale modified from these limitations, we chose to use both a quantitative measure the Harris pain scale [19] . of general health-related quality of life (the SF-36), in order Information recorded from hospital records included date to facilitate making comparisons across conditions and with placed on the waiting list and priority score [A (high) to C the general population, and condition-specific health-related (low)] given to patients by the assessing surgical specialist at quality of life measures to characterize better the health the time of placement on the waiting list, or subsequent detriment peculiar to specific conditions. reassessment. Discrepancies between waiting list information and patient recall were checked from the hospital medical records.
Methods

Data analysis Sample
Individuals were grouped according to duration of wait, mean We identified all patients on the waiting lists of HealthCare SF-36 scores by age group, and symptom severity categories Otago for non-urgent prostatectomy or hip/knee joint re-(condition-specific instruments allow for grouping by sympplacement on 5 October 1995. HealthCare Otago is the tom scores) [16, 18] . In addition, comparisons were made public hospital group (Crown Health Enterprise) for the using SF-36 data from a general population sample elsewhere Otago region. Eligible patients resided within a defined in New Zealand (Personal communication, Midland Regional geographical region, which included both urban and rural Health Authority). Spearman's rank correlation coefficient areas. Patients were interviewed face-to-face by one of us was used to measure the association between variables. The (S.D.), usually in their own homes, after an initial approach Mantel-Haenzsel 2 test for linear association was used to by letter. Consent was sought from hospital consultants and compare variables with ordered categories. Mean group scores general practitioners to invite the patients to take part. were compared using unpaired t-tests or analysis of variance Consent was sought from patients to review their medical followed by Duncan's multiple range tests. records. The study was approved by the Southern Regional Health Authority (Otago) Ethics Committee.
Results
Measures
The interview, which took 30-60 minutes, included socio-Eligibility and response demographic questions and questions concerning acceptable There were 178 men from the prostatectomy list and 124 waiting times. Participants also self-completed validated genpeople from the hip/knee joint replacement list who met eral and condition-specific instruments (people with reading the geographical and diagnostic entry criteria for inclusion or writing difficulties were assisted by the interviewer where in the study. husband's or partner's occupation or their own (if they were single, divorced or separated). One person from each waiting Participant characteristics list could not be classified. The results show that participants Comparison of the interviewed and total non-interviewed were from a range of socioeconomic groups. Ethnic identity sample indicated that the interviewed sample were similar was not collected because in the Otago region, and particularly to the non-interviewed sample with regard to geographical in older age groups, the proportion of non-Europeans in the location, age group and type of surgery required. There were population is 10% or less [21] . differences between the interviewed and non-interviewed samples according to the length of time they had been waiting. Condition-specific health status From the prostatectomy waiting list 42% of those interviewed had waited longer than 1 year for surgery, compared with All 102 participants interviewed from the prostatectomy waiting list experienced at least one of the seven AUA-7 12% of men not interviewed. Of those waiting for hip/knee joint replacement, 42% of those interviewed had waited longer symptoms. Table 3 shows the proportion of participants in each of the urinary symptom frequency categories. than 1 year compared with 19% of those not interviewed. Demographic features of the interviewed sample are presented The symptoms were grouped according to severity, and considered in relation to the length of time men had in Table 2 . The socioeconomic status of study participants was classified according to current occupation or last main waited for surgery (Table 4) . Most men waiting longer than 1 year reported experiencing moderate or severe occupation using the Elley-Irving scale, which is based on Table 2 Demographic features of the interviewed sample the toilet at night), frequency (frequent trips to the toilet) and urgency (difficulty postponing urination). Symptom from each waiting list severity was strongly correlated with the level of bother experienced (r=0.77, P<0.001). 0.742). There was a moderate correlation between severity category and the degree of pain experienced by the participants (r=0.57, P < 0.001). Hip/knee pain severity categories were urinary symptoms; however, there was no correlation considered in relation to priority on the hospital waiting list. between the severity of symptoms and the duration of Of those with priority C (n=40), 93% were in the severe or time men had been waiting for surgery (r=-0.07, P= extreme severity categories. No significant correlation was 0.467). All men interviewed experienced bother as a apparent between severity category and waiting list priority consequence of at least one urinary symptom. Men were (r=-0.12, P=0.447), although few people were interviewed with priorities A (n=4) or B (n=2). most bothered by symptoms of nocturia (getting up to 
Health-related quality of life
The SF-36 discriminated between participants according to Table 6 Degree of pain experienced by people on the hip/ severity category. For participants from the prostatectomy knee joint replacement waiting list waiting list there were significant differences between the SF-36 mean scores for those in the severe symptoms category and the SF-36 mean scores for those in the moderate or Degree of pain % mild symptom category for all dimensions except general (n=47) there were significant differences between the SF-36 mean of activity or work not altered scores for those in the extreme category and the SF-36 mean Mild-moderate: moderate or frequent pain; 11 scores for those in the severe or mild category for the patterns of activity or work not altered 38 dimensions of physical functioning, bodily pain, health perModerate: active but some activities modified ception, vitality and social functioning (Duncan's test P < 0.05) or given up because of pain 36 ( Figure 2 ). For the dimension of mental health, significant Moderate-severe: fairly severe pain with differences between the means existed only between the substantially limited activities 15 'extreme' symptom group and the 'severe' symptom group. Severe: major pain and serious limitation No significant differences were apparent between the severity Total 100 categories for the dimensions of physical role and general 7). Men waiting for prostatectomy had significantly lower (worse) mean SF-36 scores in all dimensions except vitality (45-64 years) and physical functioning (both age groups). Sex was a confounder in the dimension of vitality. When men waiting for prostatectomy were compared with men from the Midland sample only a significant difference was found for the 45-64 year age group. People waiting for joint replacement had significantly poorer group mean scores in all eight dimensions for both age groups. A comparison of health-related quality of life between the two waiting lists found that people on the hip/knee joint replacement waiting list had poorer mean scores than men on the prostatectomy waiting list for dimensions of physical functioning and bodily pain (both age groups), and role physical, vitality and social functioning (over 64 years). No significant differences were apparent between the participants waiting for prostatectomy and participants waiting for joint replacement in the dimensions of general health perception, role emotional or mental health. Figure 1 SF-36 mean scores of people interviewed from the prostatectomy waiting list according to prostate severity Acceptable waiting times categories.
People were asked to state the acceptable waiting time for surgery, for them, from the time of interview. Table 8 shows acceptable waiting times, for those able to give an approximate time, according to symptom severity categories. Two-thirds (n=6) of the men with mild symptoms on the prostatectomy waiting list felt they could wait until surgery was necessary, whereas only 7% (n=3) of men with severe symptoms found it acceptable to wait an indefinite time for surgery. The majority (74%) of men with severe urinary symptoms desired surgery within 6 months. Similarly, the majority (84%) of people waiting for a hip/knee joint replacement in the extreme category desired their surgery within 6 months. There is a moderate correlation between acceptable waiting time and severity categories for both the prostatectomy list (r= -0.44, P<0.001) and the hip/knee joint replacement list (r= -0.48, P=0.003). No relationship was apparent between priority on the waiting list and acceptable waiting times for surgery for either waiting list.
Other comments on waiting
In response to the question about the length of wait for surgery, various other issues emerged that were related to waiting list functioning and to the wider health system: Figure 2 SF-36 mean scores of people interviewed from the hip/knee joint replacement waiting list according to hip/
• anger was expressed towards public agencies as a conknee severity categories.
sequence of long waiting times for surgery; • people reported a lack of understanding of the waiting list process, and a lack of information from the hospital concerning their position on the list and their likely waiting time; health perception. SF-36 scores did not appear to worsen
• some people had difficulty planning holidays; according to the duration of wait for participants on either
• some people encountered apparent failures in the waiting list (Duncan's test, P>0.05). administrative systems; Comparison between participants and a general population
• there was a reluctance on the part of many waiting to sample of New Zealanders found that people waiting for surgery experienced poorer health-related quality of life (Table  complain or to 'be a nuisance'. ..................................................................................................................................................................................................................... Discussion those waiting for longer periods. This was anticipated because those waiting longest were interviewed first to This study has enabled us to describe the symptoms gain their participation before they were operated on. The results should be generalizable to other settings where and health-related quality of life experienced by a sample of patients who have been required to wait for queuing systems are used to ration access to surgery, although they will differ if thresholds for access to the corrective surgery. The sample is representative of all patients waiting for surgery, except that it over-represents list differ.
Symptoms, length of wait and priority
half of the people who had been waiting for more than 2 years on a New Zealand orthopaedic waiting list [27] . Although A number of ways have been used to assess how troubled improvement may be rare [28] , similar findings of stable people are by their symptoms and hence how much they clinical symptoms have been reported elsewhere [29] . Entry are potentially able to benefit from surgery. For prostate criteria for access to the waiting list may have tightened, or symptoms, the degree of bother related to urinary symptoms people with very severe symptoms may have been prefhas been proposed as a good measure [22] . We found that erentially selected for surgery prior to contact by the resymptom severity was strongly correlated with bother-searchers. In a cross-sectional study such as this one it is not someness and interference with activities, as others have possible to separate these effects. As with the prostatectomy found [23] , suggesting that it may not be necessary to collect waiting list, hospital priorities for the hip/knee joint recomprehensive information on bothersomeness as well as placement participants were not related to severity categories symptoms when prioritizing access to prostatectomy.
or the degree of pain, although it should be noted that Specific information on interference with activities gives a only 13% of those interviewed from the hip/knee joint wider picture, showing that the greatest interference comes replacement waiting list had priorities A or B. from restricted drinking of fluids, driving for long periods, getting enough sleep at night and going to places that may General health-related quality of life not have a toilet. While there is no 'gold standard' for diagnosing and prioritizing men with benign prostatic en-People interviewed from the hip/knee joint replacement or largement, the symptoms experienced by men should be one prostatectomy waiting list had poorer health-related quality of the significant considerations in prioritizing access to of life than a sample of the general New Zealand population prostatectomy, particularly as studies have found that the of similar ages. A study of waiting lists in Ontario found that men most likely to benefit from prostatectomy are men with people waiting for hip and knee joint replacements scored severe symptoms [23, 24] .
substantially below the UK and USA norms in the SFWe were surprised to find no relationship between length 36 dimensions of bodily pain, physical functioning, role of wait and prostate symptom severity or bothersomeness. limitations due to physical functioning, and closer to norms This contrasts with the study by Emberton et al. [23] , although in the other five dimensions [7] . The present study found that was based on retrospective recall of symptoms. Possible that people waiting for hip/knee joint replacement were reasons for not finding this relationship include stable symp-significantly below population norms in all eight dimensions toms or symptomatic improvement with time, because the for both age groups considered; the mean SF-36 scores for progression of prostate symptoms is frequently slow [25] . As emotional and social functioning were particularly low. The many as one-half of the men with prostate problems may Canadian study appears to have similar condition severity, expect their symptoms to remain stable or even improve pain levels and duration of wait to our study; reasons for the with time [26] . It is also possible that the threshold for access particularly poor scores in the emotional and social dimay have become higher for men placed on the list more mensions may include possible differences in the management recently.
of people on the waiting lists, or in people's perceptions of A smaller proportion of people on the hip/knee joint health system functioning. A UK study of men in the replacement waiting list were interviewed than from the community experiencing bother as a consequence of urinary prostatectomy waiting list. However, certain predominant symptoms had worse health status than the general UK themes emerged from the 47 interviews. First, 94% of the population in all of the SF-36 dimensions except physical people interviewed were in the severe or extreme categories, functioning [30] , as in our study. However, a UK study of and almost one-half of these people had been waiting more 148 men with prostate problems had very similar SF-36 than 1 year for surgery. Furthermore, all participants from scores to the general population [31] , in contrast to the results the hip/knee joint replacement waiting list experienced pain of this study. The mean AUA-7 score for our participants as a consequence of their condition, and for one-half of (19.03, SD=8.28) was no more severe than the mean AUAthese the pain was severe, resulting in substantial or serious 7 scores reported for their participants [32] . One possible limitation of activities. The hip/knee condition caused prob-explanation for the poor scores in all dimensions of the SFlems with mobility such as difficulty walking any great dis-36 except physical functioning for our group, in contrast tance, gardening or doing housework, as well as other with the UK group, is that the UK participants knew they recreational activities such as dancing, running and climbing; were about to receive surgery as part of a randomized 19% (n=9) of people interviewed were housebound.
controlled trial, whereas our participants were on a lengthy As with the prostatectomy waiting list, the condition waiting list with considerable uncertainty about when the severity of people on the hip/knee joint replacement waiting emotional, social or physical role problems they were exlist was unrelated to the duration of time spent waiting. In periencing from their prostate condition were to be relieved. a study of people waiting for hip or knee joint replacement Our study found that as condition severity increases, SFin Canada the same finding was apparent [7] . Possibly some 36 scores tend to worsen. Similarly, Hunter et al. ' [34] , the experience is required. Moreover, there are some people on quality of sleep or embarrassment resulting from health status, the waiting list who have symptoms in the mild to moderate which have been reported as problems for men with prostate categories and who are prepared to wait indefinitely, so long problems [35, 36] . However, we found that men had poorer as their symptoms remain the same. This suggests that an health status than the general population in the dimensions individual's ability to tolerate delayed relief should be taken of emotional role, mental health and social functioning which into account in determining waiting times (or even being on may be reflecting health effects related to embarrassment the list) as indicated by others [40] . Nevertheless, better and sleep deprivation. Further work in this area is needed prioritizing of the people on the list would be unlikely to before comparison can be relied upon for prioritizing between solve all the problems for patients revealed here, without conditions. further resources to reduce waiting times for those burdened As with symptoms, general health-related quality of life by their symptoms. The poorer scores for emotional and does not appear to worsen with increasing duration of wait, social functioning in both groups of patients, in contrast to and this has been reported in another study [7] . Crockett et those observed in other studies of patients with similar al. and Johansen have suggested that people with chronic symptoms, suggests that the experience of waiting in the illness and the elderly may underrate their poor health because New Zealand situation was having a detrimental emotional they are more accepting of it than younger people. Johansen effect on patients. This may indeed be the case, as around has raised a concern that the SF-36 may promote ageism for the time of the study there was considerable upheaval in the this reason [37, 38] . The cross-sectional nature of this study health services following the introduction of a purchasermeant that any change to increased acceptance of poor health provider split, commercial management practices in hospitals, with time spent waiting could not be evaluated; however, the a reduction in public hospital spending and much public SF-36 mean scores were considered according to the age of unease [41] . Since that time, a system of priority criteria for the participants and no significant difference by age was access to surgery has been developed in New Zealand [42] . apparent.
This followed a recommendation that waiting lists be abandoned in favour of a booking system, and that nationally Acceptable waiting times and troubles with the agreed criteria be developed for common non-urgent conwaiting list ditions to both define access to services and to prioritize within services [1] . By December 1996 standardized assessPeople with more severe symptoms desire surgery more ment criteria (Clinical Priority Assessment Criteria) had been quickly than people with less severe symptoms. The existing developed for six surgical procedures, to prioritize access system of allocating priority on the waiting list correlates according to need and ability to benefit [43] . This new system with neither the acceptable waiting time nor symptom severity. offers some potential advances. All patients with scores above Our study revealed a lack of understanding by some paran agreed cut-off are to be booked for surgery within 6 ticipants of the waiting list process. Some were not aware months. Those below the cut-off are to be returned to the they were on the prostatectomy waiting list, while others care of their general practitioner. A date for surgery should were relieved to be contacted by the interviewer simply to offer more certainty to patients and allow them to arrange know they were still on the list as they had not heard anything other aspects of their lives better. The crucial issues are concerning their surgery or the expected waiting times from whether the criteria will be able to correctly and consistently the hospital for some time. Many people did not seem to allocate people to scores according to symptoms and ability know who to contact concerning the length of wait they to benefit, and whether the cut-offs will be chosen so as not could anticipate. Problems relating to a lack of information to leave patients with clear needs untreated. and knowledge concerning who to contact were reported It seems highly likely that the subsequent emotional and after a series of focus groups with patients waiting for surgery social functioning of patients who fall below the cut-off for in England, where the main source of information was anecdotes from friends and family [39] . In our study some surgery will depend on how they are dealt with by the system, in particular whether they are given a clear plan for timely people were reluctant to take holidays, and some feared that if they turned down surgery because of personal commitments referral back for reassessment if their condition deteriorates.
Evaluation of the new system is essential. or illness, or because they were away when contacted, they
